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Appendix A 
Semi-structured interview schedule 
Introduction 
 
Thank you for agreeing to be interviewed for this research. You will notice me taking an 
audio recording of our interview today, this is just so that I have an accurate record of what 
has been said. When I write up the interviews I shall remove any identifying features so that 
the information you provide will be anonymous. I would also like to remind you of your right 
to withdraw your data from the research at any time. If you need a break or would like to 
stop please just let me know. 
 
We are interested in finding out how people identify the early signs and symptoms of 
dementia and what prompts them to seek professional help. This interview will be focused on 
your experiences as a [spouse/relative] of a person with a diagnosis of dementia.  
 
To begin with, I would like to ask you to think back to when you first realised that something 
was wrong. It doesn’t matter whether you realised that X had dementia at that point. Could 
you take a moment to think about the time before X was diagnosed? When you are ready, I’d 
like to ask you a few questions about what was happening. 
 
1. Looking back what was your experience at that time?  
PROMPTS 
What did you notice? 
What did you think was happening? 
 
2. What did you do? 
PROMPTS 
Did you talk to X about what was happening? 
Did you talk to anyone else about what was happening? 
Did it cross your mind at this point that X could have ‘diagnosis’? (Why?) 
Was there anything else you thought might be causing these changes? (Why?)  
Did you think that these problems would improve over time, or did you think they would 
stay the same or get worse? 
Did you think the problem might go away by itself? 
 
3. What did you know about dementia at that time? 
PROMPTS 
At what point did you suspect that X might have dementia? 
Did you talk to X about your concerns? 
Did you talk to anyone else about your concerns? 
 
4. What were your experiences around seeking help? 
PROMPTS 
What prompted X to seek professional help? 
How was the decision to seek help made? 
What did the process of seeking a diagnosis involve? 
 
5. What were your experiences around the diagnosis? 
PROMTPS 
Did you expect that X would be diagnosed with dementia? 
How did you feel when X was diagnosed? 
How was it to have a label for the problems X was experiencing? 
 
6. What have your experiences been since X received the diagnosis? 
PROMPTS 
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How have things changed for both since having a diagnosis? 
Has having a diagnosis improved things in any way? 
Have there been any negative aspects to having a diagnosis? 
 
7. Have you spoken to anybody or received any information about the diagnosis? 
PROMPTS 
How has it been to talk to somebody about the diagnosis? 
Has the information you have received been useful? 
What did you know about treatment before the diagnosis? 
Did you believe that X diagnosis would be cured?  
What do you know now about how to treat and control the diagnosis?  
 
8.  Have there been things that have helped you both deal with the diagnosis? 
PROMPTS 
Medication, family support, prayer? 
 
9. Is there anything that I have not asked about that you feel it is important to mention? 
 
 
Debrief- To check in with the participant to see how they are feeling following the interview. 
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The early stages of dementia: an exploration of close relatives experiences 
of symptoms and diagnosis 
 
You are invited to take part in the above research project. It is important that you 
understand the aims of the research and what will be involved so please take time to 
read the following information and to decide if you would like to take part. If there is 
anything that is not clear or you have got any questions please just ask. 
  Who is conducting this research? 
My name is Clare Maddocks and I am a student with Canterbury Christchurch 
University. I am completing this research project as part of my doctoral qualification 
in clinical psychology. 
  What are the aims of this research project? 
To explore the experiences of family members/spouse of those who have been 
diagnosed within the last 18 months as being in the early stages of dementia. 
Specifically looking at how the early signs of dementia are recognised and how 
information and resources are sought.    
  What is entailed? 
Participants will be asked to take part in an individual interview lasting approximately 
60 minutes.  
  Do I have to take part in this research? 
No, participation in this research project is voluntary. Should you decide to take part 
in this research project you will still have the right to withdraw from the research at 
a later date without explanation. 
  What next? 
If you would like to take part in the research project, please get in touch with the 
researcher (contact details overleaf). You will be provided with a consent form to 
sign. The research involves a single individual interview and if you would like to 
participate I shall contact you by telephone to arrange a time and location suitable to 
your needs. 
 
The interview questions will focus on your experiences with your family 
member/partner who has been diagnosed with dementia, including questions about 
the recognition of symptoms and the process of seeking information and resources. 
Due to the sensitive nature of the research topic, the content of the interview may 
be upsetting. Contact details and advice about further information or support will be 
available from the researcher. 
   Why is this research important? 
It is hoped that this research will provide a greater understanding of the experiences 
of family members/spouse of people with dementia as well providing information on 
how these experiences have impacted upon decisions to seek a 
diagnosis/information. 
 
  What happens to the interview data? 
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The individual interviews will be audio taped to provide an accurate record of what 
was said. These audio recordings will be kept securely in a locked cupboard and 
destroyed on completion of the research project.  
 
A write up of the research will be available from September 2012, this write up may 
be published in a research journal. The write up will not include any personal 
information that may identify you. 
  How do I contact you? 
If you would like to get in contact to express and interest in taking part in the 
research, or you have any further questions, please contact me on,  
Tel: ********** Email: ************ 
 
Alternatively please complete the reply slip below and return using the pre-paid 
envelope. I shall then contact you via telephone. 
 











Title:………  First Name:………………………………  Surname:…………………………….. 
 
 
I am interested in finding out more information about this research. Please contact 
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Participant Consent Form 
 
  I have read the information sheet provided and had opportunity to ask any 
questions. 
  I understand that I am being asked to participate in a one off interview that will be 
audio recorded.  
  I understand that I am able to withdraw my consent for taking part in this research 
at any time. If I decide to withdraw from the study I do not have to give a reason 
and any information that I have provided will be withdrawn.  
  I am aware that due to the sensitive nature of the research topic, the content of the 
interview may be emotionally upsetting. 
 
I give my consent to take part in an individual interview as part of this research study.  
 
 


















Once completed please return this form to the researcher or return in the pre-paid 





Salomons, Broom Hill, 










Background- It is estimated that there are 800,000 people living with dementia in the UK, a figure that is 
set to rise to over a million by 2021 (Alzheimer’s Society, 2012). Therefore, there is a growing need for 
services to have a clear understanding of how the first signs and symptoms of dementia are recognised and 
to know how best to support the person with dementia and their family. Critically it is the early stages of 
dementia where there is opportunity for interventions that may have an affect on the quality of life of the 
person with dementia and their family (Milne, 2010). Interventions can include the implementation of 
support strategies that will help the person maintain their independence (Alzheimer’s Society, 2010), plan 
for future care needs (Woods & Pratt, 2005) and make financial and legal plans (e.g. lasting power of 
attorney) (Milne & Wilkinson, 2002). Early diagnosis and intervention are key aims of the Department of 
Health’s (DoH) National Dementia Strategy (NDS) (DoH, 2009).  In spite of the growing support for early 
diagnosis it is estimated that only 43% of people with dementia in the UK have a diagnosis (Alzheimer’s 
Society, 2012). The symptoms of dementia are often missed or attributed to other causes (e.g. ageing, 
anxiety and depression) and where help is sought it can often be at the advanced stages of the condition 
(Boise, Camicioli, Morgan, Rose & Congleton, 1999) where less can be done to support the individual and 
their family.  
 
Current study- The current study explored close relatives experiences of noticing the symptoms of 
dementia and seeking help. The aim was to gain a better understanding of how families move from a 
position of noticing symptoms to one of seeking help. 
 
Findings- The analysis demonstrated that identifying the symptoms of dementia in a relative (family 
member) and seeking help, was anything but a straightforward process.  The analysis suggested that 
relatives were engaged in a complex process of: noticing changes, tackling their emotional desires to 
ignore symptoms and negotiating and taking on responsibility for intervention and seeking help.  
 One of the most salient findings to come out of the research was the fact that relatives reported a 
process of needing to come to terms emotionally with the symptoms of dementia before moving to a 
position of being able to talk about them and encouraging their loved one to seek help and information. 
This demonstrated that the process of help-seeking entailed more than just observing changes in their 
relative.   
 A further key finding was the emotional burden that relatives discussed in relation to encouraging 
the person with dementia to seek help, it was reported to bring up feelings of guilt and betrayal. Relatives 
described the lack of support that they had received, post diagnosis, from NHS services, which had left 
them feeling isolated and completely responsible for the person with dementia. Relatives reported taking 
seeking additional support into their own hands through contacting organisations like the Alzheimer’s 
Society.      
 
Implications- The analysis highlighted several areas where clinical practice might seek to make changes.  
Firstly it is important that dementia services acknowledge that problem recognition and help seeking is a 
joint endeavour between the person with dementia and their family. Whilst this has begun to be addressed 
in public health campaigns for dementia it is important that services provide information to family 
members who have concerns about a relative. Secondly services should seek to improve the advice and 
support that families are provided with post diagnosis, so that they feel supported and contained in their 
transition to becoming a carer. This will require services such as memory clinics and services for older 
people sign-posting relevant external agencies (e.g. the Alzheimer’s Society & Admiral Nurses) and 
helping families to link up with these agencies. There is an argument for services to have greater input 
from clinical psychologists and counsellors so that greater psychological support can be provided for 
family members as part of a post diagnostic package. This is particularly important given the negative 
effects that caregiving can have upon family members 
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Appendix G 
 
Excerpts from research diary 
 
22nd February 2010 – First meeting with external supervisors 
Really helpful to meet up and discuss research ideas. Supervisors discussed the 
possibility of doing a mixed methods design similar to that of Harman and Clare (2006). 
Need to do read up on Harman and Clare’s methodology and also start doing reading re. 
common sense model and dementia. Supervisors let me know that they will be able to 
help with: recommending research literature to read, talking through issues relating to 
health psychology models and dementia and reading though drafts of my research 
project. They are not able to help with regard to contacts for recruitment but suggested 
that charitable organisations and the Alzheimer’s Society might be a good starting place. 
 
15th October 2010 – MRP Review meeting 
Meeting with tutors at Salomons to review my project proposal. Tutors discussed their 
concerns regarding my rationale for carrying out IPA and content analysis. Difficult to 
do both because a content analysis would need more participants than an IPA project, it 
is also difficult to combine IPA and a content analysis because IPA is wedded to a 
phenomenological epistemology whereas content analysis would be theory driven. I 
think at this point it might be worth considering changing to just doing an IPA study, 
rather than getting into difficulties at a later point. 
 
March 2011‐ (Contacting Alzheimer’s groups and making contacts re. recruitment). 
Beginning of March‐ Ethical approval granted, I can now start making contacts re. 
recruitment. 
 
Middle of March ‐ Sent out around 30 emails to make contact with local Alzheimer’s 
Society Branches, so far I have only had a reply from two groups who said that they 
could not help me. Staff seem very cautious and unsure about me speaking to group 
members and asking them whether they would like to take part. One member of staff 
suggested that I could put up a poster at their group, I do not think I will do that at this 
point as I do not think it will be as successful as meeting with people. One of the groups 
were also already involved in helping somebody else with a research project, this makes 
me worry that perhaps people who attend these groups may feel over‐researched.  
   
End of March‐ I have now had two emails from Alzheimer’s Society groups who would 
be happy to help me with my project. They suggested that I attend an Alzheimer’s café 
group to present my research to the group and ask people whether they would be 
interested in taking part. 
 
April 2011‐ (Presentation at Alzheimer’s café) 
Attended the Alzheimer’s Café today, felt very nervous before hand, however, it seemed 
to go well and the group were really welcoming. People were interested in my research 
and had questions to ask me. I am really struck by how passionate the people at the café 
were about taking part in research and making sure that the needs of people with 
dementia and their carers are represented. Four people expressed an interest in taking 
part in my research and took away an information sheet, I need to get in touch with 
them over the next few days to see if they are still interested in taking part.  
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I sat by one lady in the group who had a diagnosis of Alzheimer’s disease, she seemed to 
think that she was there as a carer for other people in the group and quickly forgot the 
things that she had spoken to me about. Despite her cognitive difficulties she expressed 
a real interest in my research and asked questions about it. I really appreciated that 
people at the group should take such an interest in my research and that they have also 
offered their time to take part. I really want to make a good job of completing the 
project so that I can honour their time and effort. 
 
June 2011‐ (Completion of two interviews) 
I have conducted two interviews over the weekend. The two ladies seemed to be at very 
different stages in accepting their partner’s diagnoses, although they both spoke about 
similar issues e.g. the need to live in the moment. The one lady became quite upset 
during the interview, she seemed very angry about the diagnosis and discussed how she 
has never really got to a point where she wants to acknowledge or accept the diagnosis.  
 
January 2012‐ (Analysis) 
Meeting with internal supervisor, discussed my analysis so far and the comments and 
ideas that I have noted down. Supervisor commented that I may be focusing my analysis 
at a very descriptive level and asked me some questions about the data to try and get 
me to think about the meanings behind the data. Plan to take a step backwards and read 
through my initial notes again before trying to move to a point of generating 
overarching themes.   
 
March 2012‐ (Contact from another Alzheimer’s Society) 
Received an email from a lady who runs an Alzheimer’s Society branch, they had not 
picked up my email until now. They are happy to help me with my project, I am a bit 
concerned that it is too late in the day to be completing further interviews, however, I 
would like to try and recruit 10 participants as I set out to do at the beginning. 
 
May 2012 – (Meeting with external supervisors) 
Met with external supervisors, discussed difficulties I have had in trying to improve and 
get section A to flow well. They have helped me to feel a bit more positive about things 
as they shared some of their own experiences of structuring papers and trying to use 
concise language. I was also able to talk through my data and let them know about the 
different things that people had discussed. This has really helped me to consolidate 
things in my mind and helped me to see some of the main tensions that participants 
were trying to get across to me 
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Appendix H 
Submission details for the journal – Qualitative Health Research 
The Guidelines covers matters of QHR journal style, which are not subject to author 
preference; adherence is required. 
 
IMPORTANT CONSIDERATIONS 
* Qualitative Health Research is a peer‐reviewed journal. Only complete, finished manuscripts 
should be submitted for consideration. 
* We do not publish stand‐alone abstracts, quantitative studies, manuscript outlines, pilot studies, 
manuscripts‐in‐progress, letters of inquiry, or literature reviews. Research articles must be 
pertinent to health. 
* Write both the abstract and the text of your manuscript in first‐person, active voice. 
* For best results, review this entire document prior to preparing and submitting your manuscript. 
* Proper manuscript preparation will speed the peer‐review process for your manuscript, and will 
facilitate a smoother production process if it should be selected for publication. 
* Improper manuscript preparation could result in burdensome revisions, lengthy delays in the 
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idea. In general, QHR adheres to the requirements of Sage Publications, Inc., and the guidelines 
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Appendix I 
 
End of study letter to Salomons ethics panel 
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Appendix J 
Letter of ethical approval from Salomons ethics panel 
 
Omitted from electronic copy 
 
 
 
 
 
 
 
 
 
